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1  | INTRODUC TION
In	recent	years,	there	have	been	a	series	of	high	profile	failures	of	
care	 in	the	NHS	 in	England,	and	subsequent	public	 inquiries	have	
raised	 serious	 concerns	 about	 how	well	 systems	 to	 oversee,	 reg-
ulate	and	hold	to	account	health-	care	professionals	and	organiza-









narrative	 reports	 about	 providers	 were	 published	 following	 each	
inspection.6













The	Francis	 inquiry	 also	 found	 that	 bodies	 responsible	 for	 pa-
tient,	 public	 and	 local	 scrutiny	had	been	preoccupied	with	 consti-












valuable	 to	 regulators	 and	 have	 previously	 highlighted	 failures	 in	
care,	 even	 if	 not	 always	 acted	upon.10	 Involving	 service	users	 can	
improve	institutional	reviews	of	providers	and	services,	by	bringing	







argue	 that	 the	 quality	 of	 the	 information	 gathered	 during	 institu-
tional	review	from	service	users	and	citizens	is	very	dependent	upon	
the	skills	of	the	 inspection	team.14	The	use	of	the	term	“expert	by	

























user	participation.	Figure	1	depicts	 a	number	of	 levels	of	 citizen	
participation,	 in	 three	main	 categories—from	 “non-	participation”	
through	“tokenism”	to	“citizen	power.”	Non-	participation	involves	
those	with	power	attempting	to	educate	or	manipulate	users	but	





the	 top	 of	 the	 ladder,	 collective	 voice	 becomes	 “citizen	 power.”	
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of	health	care.20,21	Yet,	it	has	received	criticism	for	being	implicitly	







the	 first	 such	 investigation	of	 this	 topic.	We	use	Arnstein’s	 ladder	
of	participation	to	 frame	our	understanding	of	CQC’s	 involvement	














incorporated	 into	CQC’s	 regulatory	processes.	The	 fieldwork	 took	




with	 varying	 resulting	 ratings,	 and	 some	which	 had	 not	 yet	 been	
inspected.
Interviewees	were	purposefully	 sampled	according	 to	 their	or-
ganization	 and	 job	 role.25	 Interviews	 were	 conducted	 either	 face	

























PPG chairs and 
charity officers Healthwatch representatives Total
Area	A 3 5 1 9
Area	B 4 3 1 8
Area	C 5 5 1 11
Area	D 4 2 2 8
Area	E 4 3 1 8
Area	F 4 3 1 8
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of	the	relationships	between	service	user	groups	and	CQC,	and	how	
inspection	and	rating	impacted	on	service	user	experiences.















involvement	of	people	 in	CQC’s	 inspection	and	 rating	 regime	 falls	

















3.1 | Gathering existing service user voice
From	our	review	of	documents	and	 interviews	with	CQC	staff,	we	
found	 that	CQC	 invited	 general	 information,	 such	 as	 compliments	
and	complaints,	 from	various	stakeholders	prior	 to	 inspection	of	a	
service	or	provider.	Participation	at	this	lower-	middle	level	included	
asking	 individual	 users	 to	 contact	 them;	 leaving	 comment	 cards	
in	 prominent	 locations;	 asking	 local	 and	 national	 partners	 such	 as	
Healthwatch	 to	share	any	 information	 they	have	received;	and	re-
questing	 information	from	the	provider	 to	be	 inspected.	CQC	also	
gathered	 routinely	 collected	 feedback	 from	 service	 users,	 includ-
ing	 feedback	 collected	 through	 local	 surveys	 and,	 in	 the	 case	 of	




ness	 among	 service	 users	 and	 the	 wider	 public	 of	 CQC’s	 work.	
Changing	 attitudes	 to	 reporting	 poor	 care	 were	 leading	 to	 an	 in-
crease	 in	 individuals	 contacting	 CQC	 directly	 with	 concerns	 and	
complaints.
…when we first started doing GP inspections we had 
hardly any ‘share your experience’ information from the 
public, hardly any whistleblowing. What’s been inter-
esting as we’ve gone through, and I don’t know whether 
that’s because we’ve done the press releases, because 
we’ve proactively used that, because we’ve publicised 
when we’ve done reports, I don’t know, but we’ve started 
to see that the volume has increased significantly.  (CQC 











[CQC] contacted us asking us to share experiences with 
them. We have had quite a lot of data anyway, both in 
county residents and city residents. And so what we did 
is rather than, sort of, say, here’s our feedback we went 
through each experience and we looked at the core ser-
vices that the CQC inspect against and we applied that 
to the data that we had so it would be useful for them 
and so they could say, well, okay, let’s look at – I don’t 
know – urgent care and see what the feedback says. And 
we produced a report.  (Healthwatch, area E)
I just do a copy and paste really from the previous one say-
ing, we don’t have any information about that. Good luck 
with your inspection. So they do talk to us quite a lot, it’s 
just that I don’t have anything to come back to them with 





If you’re in a hospital, whether it’ll be mental health 
or acute, you have reams and reams and reams of 
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intelligence data, whether that’s patient surveys, 
whether that’s…well, you know the wealth of information 
that hospitals can produce. For adult social care it’s so, 
so limited but we are very reliant on what we can gather 
from a local authority and their commissioners and CCGs 
and from people who use services or their carers.  (CQC 
staff, adult social care, area F)




3.2 | Consulting service users: seeking 
individual voice
In	 addition	 to	 gathering	 available	 information	 about	 service	users’	
experiences	 from	 individuals	 and	 representatives	 of	 service	 user	
groups,	we	 found	 from	our	 document	 review	 and	 interviews	with	
CQC	 staff	 that	 some	 specific	 engagement	 activities	 were	 organ-
ized	 around	 the	 time	 of	 inspection.	 These	 engagement	 activities	




feedback	was	 also	 sought	 through	 focus	 groups,	 drop	 in	 sessions	
and	home	visits.29,30	The	 information	generated	from	these	activi-
ties	was	used	to	inform	the	ongoing	inspection.









…to get a group of people with learning disabilities to 
engage about a topic, you actually need probably six to 
eight weeks. Even with the group that you’ve got regu-
larly running who are quite au fait with lots and quite 
vocal, you still need some lead- in time…  (Voluntary 
organisation, mental health, area A)
From here, it’s quite a complicated journey and it’s not 
somewhere where we’d normally be going at all. It was my 
view that they should have looked at the general spread 
of patients going to [the hospital] and had maybe as many 
as three [events].  (Voluntary organisation, area A)
We	heard	differing	perceptions	of	the	listening	events	from	inter-
viewees.	On	 the	one	hand,	we	were	 told	 they	 sometimes	 attracted	
those	with	 a	particular,	 often	negative,	 experience	 to	 share,	 but	we	
also	heard	that	while	that	may	be	the	case	for	some	individuals,	on	the	
whole	there	were	a	range	of	experiences	voiced	at	these	events.
Engaging with the public is really different because it’s 
quite difficult for them to engage on a positive front. So 
if we hold a listening event it doesn’t mobilise the peo-
ple largely who had a good or an okay experience of the 
trust. It will very often mobilise those people who have 
[negative experiences]  (CQC staff, acute, area B).
Obviously at these meetings, you know, people have 
a range of issues, but my experience is that, whilst you 
get an odd patient who has a very personal axe to grind, 
generally people put very sensible points and you have a 
worthwhile exchange. But, how that translates into the 
inspection process, remains rather mysterious as far as 
I’m concerned.  (Voluntary organization 2, area A)
3.3 | Involving service users in inspection: experts 
by experience
Service	 users	 had	 some	 citizen	 power	 when	 they	 participated	 in	
CQC	 inspections	 as	 “experts	 by	 experience.”	 These	 service	 users	
were	 recruited	 at	 a	 national	 level	 on	 behalf	 of	 CQC	 by	 two	 large	
contracted	organizations,	Remploy	and	Choice	Support.	They	took	
part	 in	 inspections	as	full	members	of	 inspection	teams	and	spoke	
with	service	users	and	their	carers	during	the	inspection	to	hear	the	
user	voice.	There	were	mixed	perceptions	among	our	interviewees	










I think it mainly helps the inspector, you know. And also …
they might have a better idea of the questions they need 
to ask, in order to assess whether somebody is satisfied 
and is having their needs met. But I suppose there’s a 
danger there that they might bring too much of their own 
experience into things. If an expert by experience has had 
a bad experience, I suppose that could colour the sorts of 
questions and the way they ask those questions, couldn’t 
it?  (Voluntary sector organization, area F)
We	heard	that	the	background	and	experience	of	experts	by	ex-
perience	was	often	not	very	relevant	to	the	services	or	providers	they	
were	 involved	 in	 inspecting.	 It	was	not	clear	 from	this	data	whether	
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the	 involvement	of	experts	by	experience	was	serving	 the	 intended	
purpose.
…experts by experience are far better at challenging 
professionals and holding up a mirror of reality to pro-
fessionals than going out and talking to other people who 
use services. I think there’s a bit of a dynamic there that 
often people who use services don’t want to talk to some-
body else who use services. They want to talk to a proper 
inspector.  (Service user group, CCG, area C)
It	emerged	from	our	data	that	many	service	user	group	and	vol-
untary	sector	representatives	were	unaware	of	the	use	of	experts	by	
experience	 in	 inspection.	One	 interviewee	from	a	 local	Healthwatch	
spoke	of	how	well	positioned	they	were	to	support	this	role,	but	they	
were	not	able	 to	be	 involved	 in	providing	experts	by	experience	for	
inspections	in	their	area.
Experts by Experience service they provide is so aligned 
with what we do. …We’re part of a collaborative, a fairly 
large charity which is well positioned to take on quite a 
big bid, but not to the scale they were talking about. I 
think there’s four or five contracts nationally they’ve 
awarded, so we just won’t be able to do it. We spent a lot 
of time building a collaboration around that which then 
didn’t come to anything.  (Healthwatch, area B)
3.4 | Speaking with local service user groups: 
seeking collective voice
In	 addition	 to	 gathering	 individual	 experiences,	 and	 facilitating	 en-
gagement	regarding	a	specific,	forthcoming	inspection,	CQC	engaged	
with	voluntary	organizations,	representatives	of	service	user	groups	
and	other	 stakeholder	 groups.	 Such	 attempts	 to	 gather	 a	 collective	







In the run up to the [hospital name] inspection again we 
would have got a list of the key organisations within each 
of the boroughs and we would have attended meetings 
and met with groups of service users who would again 
also have the opportunity to tell us about their perspec-








groups	 and	 organizations	 across	 the	 country.	 The	 collective	 voice	
was	then	used	by	CQC	to	prioritize	forthcoming	inspections	and	in-
formed	the	areas	of	focus	for	inspection	teams.
…actually we’re also involved in the Speak Out network, for 
smaller organisations, with the CQC. We’ve been involved 
in that ever since it was set up …as well as us organising a 
kind of focus group for people locally, to talk to the CQC 
prior to them going into [hospital name] and inspecting. 
 (Voluntary organisation, mental health, area A)
We	 found	 there	were	 variations	 in	 how	 this	was	working	 be-
tween	 local	areas.	 In	areas	where	 relationships	were	more	estab-




One of the things we’ve developed in some patches, and 
that’s more because the managers and the teams have 
been around longer, is engagement at a local level with 
local groups, so local community groups.  (CQC staff, 
adult social care, area F)
…it’s an issue and I’m, kind of, aware that we probably 
could do more work with the CQC to be honest if we had 
more resources, but there’s not many of us and we’ve 
been focused on other things.  (Healthwatch, area E)
We	heard	that	groups	and	organizations	were	exposed	to	a	range	
of	service	user	experiences	in	their	work.
We do outreach sessions to specific groups of people 
who want us to come along and tell us their views. …
So we go along there regularly and we sit down and we 
say, so what’s going on? Have you had any bad experi-
ence? Good experiences as well, you know. Anything 
coming to light that you think I need to investigate. …We 
don’t hold meetings here and expect people to turn up. 
 (Healthwatch, area F)
So on a daily basis we come in contact with an awful lot 
of people who are involved in care services and often they 
will talk to us about their experience of using those ser-
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3.5 | Feedback and follow- up after inspection
Our	analysis	found	that	many	of	those	who	contributed	their	voice	




You don’t see evidence that oh, we had four bits of feed-
back about this, however, as a result of that feedback we 
went and we did a spot inspection. You don’t see that 
model followed I don’t think.  (Voluntary organization, 
adult social care, area A)
I would have thought that, at the very least, the CQC, 
having invited people to meetings to help them conduct 
the inspection, you know, should take their details and 
then get back to them when the inspection report has 
been done, and say, look these were our findings, or even 
headlines and you can see the rest on our website, or 
something. I know they don’t do that at all, in my experi-





Yeah, and I think people want to hear, actually how their 
views might have been acted on, or, ‘cause that’s the 
thing isn’t it, that if people give their views, then actually 
they want feedback about that, they want that written 
up, they want to hear how that will change something, 
and then they want to see that change.  (Voluntary 




Certainly in the patient group that I’m in with my GP, 
when the outcome of the CQC report came out, the pa-
tient group were not in agreement and were really disap-
pointed and wanted to voice their support of the surgery 
and say, well this is what we think. …I think one of the 
issues was how could we voice our opinions and say, you 
know, we don’t necessarily agree with that, or that’s not 
been our experience.  (Service user group, CCG, area F)
It was only post- event that then people wanted… and then 
post- publication that people then wanted to contribute. 
And at that stage then it’s not particularly useful to us and, 
you know, the motivations for why that is I don’t know, you 
know, so perhaps they either agreed or didn’t agree with 









So all the groups of people that didn’t agree with the out-
comes of the report ….I’m not robbing them of that, that’s 
their experience but what the quality summit did achieve 
was allow us to do some PR about our processes and sys-






If there was a short newsletter attached to that that 
could go out to the clients that would be really great, be-
cause what you tend to do sometimes is give your infor-
mation, but the loop doesn’t close, so you sit and you give 
the information, but you don’t actually get the feedback. 




To	do	this,	 it	 relies	on	 information	held	by	many	stakeholders	and	




CQC	 staff	 and	 patient	 and	 public	 representatives,	we	 have	 found	
that	CQC	conducted	 various	 activities	 to	 include	 the	 service	 user	
voice	within	inspection	and	rating.	Since	the	completion	of	our	field-






who	 should	maintain	 some	distance	 in	order	 to	be	objective	 and	
avoid	capture.	While	there	are	potential	benefits,	being	responsive	
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to	 local	 communities	 and	 their	 concerns	 makes	 the	 regulator-	
regulatee	 relationship	more	 complex,	 placing	 additional	 demands	
on	 regulatory	 staff,	who	need	 to	adopt	 a	more	 flexible	 approach	
that	 is	 socially	 and	 politically	 aware,	 in	 order	 to	 engage	 service	

























The	 encounters	 between	 CQC,	 individual	 and	 collective	 voices	
seemed	to	be	somewhat	transactional,	organized	directly	to	serve	
CQC	functions	and	processes	but	not	to	build	enduring	relation-
ships	with	 local	 service	 user	 groups.	 There	was	 a	 lack	 of	 trans-











The	report	 is	an	output	 from	 independent	 research	commissioned	
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